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This study examined the level of satisfaction eight African American, female, 
caregivers experienced from participating in a six-week support group. This support group 
was designed to increase their coping strategies as caregivers for an elder with dementia. 
This study was based on the premise that support groups have focused on education 
and peer support with less attention directed toward caregivers own emotional needs and the 
effects of the disease on the whole family system. Additionally, there has been little research 
on African American adaptations to the dementia caregiving role. Levels of satisfaction 
from this support group provide insight into designing future programs to meet the specific 
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Dementia is a clinical state with many different causes, characterized by a decline 
from a previously attained intellectual level. The decline usually involves memory, adaptive 
behavior, and other cognitive capacities. In almost all cases, there is a significant 
deterioration of memory and of one or more other intellectual functions such as language, 
spatial or temporal orientation, judgement and abstract thought.1 
Currently 6.5 million persons have severe to mild dementia, and the number is 
expected to increase fivefold by the year 2040.2 Between 5 percent and 10 percent of the 
elderly have dementia, and two-thirds of these individuals require care from another 
individual.2 
Alzheimer’s Disease, a major form of mental impairment in older people, is the 
most common cause of dementia. It is estimated that currently four million people in the 
United States may have Alzheimer’s disease. The disease usually occurs after age sixty-five, 
although younger people also may develop Alzheimer’s disease. According to recent 
estimates, approximately three percent of people ages sixty-five to seventy-four have 
'Differential Diagnosis of Dementing Diseases.” (National Institutes of Health 
Consensus Development Conference Statement, Vol. 6, Number 11, July 6-8, 1987). 
Catherine Chase Goodman, and John Pynoss. “A Model Telephone Information 
and Support Program for Caregivers of Alzheimer’s Patients.” The Gerontological 
Society of America. (1990) p.399. 
2Enid Light, George Niederehe, and Barry D. Lebowitz. Stress Effects on Family 
Caregivers. (New York: Springer Publishing Company 1994) p. 137. 
2 
Alzheimer’s disease and nearly half of those over age eighty-five could have the disorder.4 
The effects of dementia are widespread, not only to the individual suffering from it 
but also to the caregiver of the individual. While the individual with dementia may be 
perceived as the “victim” of the disease, family caregivers are a “second victim” in the crisis 
of dependency resulting from Alzheimer’s disease and related dementia. Life for family 
caregivers becomes a cycle of emotional loss, increased responsibility, overload, and 
isolation. With deterioration of the demented individual occurring in several areas of 
functioning, needs for supervision and assistance are continually expanding. 
The day to day care of patients with dementia is so demanding that those providing 
it are often called the hidden victims of the disease. Dementia caregivers are typically “on 
duty” twenty-four hours a day. “Duties” include washing, dressing, feeding, toileting, 
entertaining, and monitoring their relative. In addition, they often look after their relatives’ 
finances, pay bills, and make all housing and healthcare decisions. 
Any devastating illness, such as dementia , can have a ripple effect on members of 
a family as well as the patient. Usually, there is a primary caregiver, most often a spouse 
or middle-aged child, who becomes responsible for the care of the patient as the dementia 
process moves slowly toward its termination. Increasing physical and mental demands 
accompany the changes, with physical illness and stress as potential outcomes for the 
caregiver. 
4"Alzheimer’s Disease.” Silver Spring, MD: U S. Department of Health and 
Human Services. 
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The elderly, 85 years and older, are the fastest growing age group in the United 
States. The prevalence of dementia is approximately 25% for this age group. ’’ These rates, 
coupled with other changing demographic trends (ie. generally lower birth rates, geographic 
mobility, and increasing numbers of divorces and single parent families) seem to suggest 
that the role of caregiver to a cognitively impaired elderly family member will become more 
common in our society. The increasing longevity among current and future generations 
suggest the greater likelihood that individuals will be put in the role of caregiver many times 
and that caregiving may become a normal part of life. 
Statement of Problem 
Caregiving has been shown to have a negative effect on physical, social, and mental 
well-being. Research over the past decade has identified various types of social support as 
important in managing the stresses of caregiving. There is no effective treatment for 
Alzheimer’s disease or Multi-infarct dementia, which together constitute the majority of 
dementing disorders. If nothing can be done for patients, many interventions are proposed 
to support the caregivers and attempt to alleviate their burden.6 
Addressing the needs of caregivers in the areas of providing support are crucial. If 
these needs aren’t addressed the rippling effect will continue. The health and mental 
wellness of the caregiver will decline and eventually they will not be able to provide care 
5Enid Light, George Niederehe, and Barry D. Lebowitz. Stress Effects on Family 
Caregivers (New York: Springer Publishing Company 1994) p. 137. 
6Rejean Herbert, Gilbert Leclerc, Gina Bravo, Diane Girouard, and Richard 
Lefrancois. “Efficacy of a Support Group Programme for Caregivers of demented 
patients in the Community: A Randomized Controlled Trial,” Archive of Gerontology 
and Geriatrics 18 (1994) pp. 1-13. 
4 
to the elder with dementia. The support group, as an avenue of releasing stress and learning 
new methods of coping, can help to teach the caregiver to learn to identify and meet their 
needs. 
Significance of Study 
Support groups have become one of the most frequent interventions offered to 
caregivers. The connection offered in groups is intended to supplement social support from 
family and friends or compensate for failed natural supports. A study like this can offer 
insight into the particular needs of caregivers of dementia relatives. The level of satisfaction 
with a group greatly influences if the member will continue to use groups for reducing stress 
in the future. This study can offer insight into areas that traditional support groups do not 
cover. For example, most traditional support groups only offer an educational and/or 
supportive model. This study focused on the wellness of the caregiver and included the 
family as a part of the system. As this group is an African American Women’s Group, 
attention is focused on the lack of research on dementia and African American Female 
Caregivers. 
Operational Definitions 
Support Group- Group of people who get together to share common experiences and 
help members cope with stressful life events. 
Caregiver-An adult caring for elderly parent or spouse with dementia in Adult’s 
home. This care includes providing primary and secondary supports, which may include 
assisting the elder in activities of daily living, and providing assistance with financial and 
emotional supports. 
5 
Dementia- Condition in a person marked by an incapacitating decline of intellectual 
abilities, including memory and the ability to think. The loss of intellectual abilities is severe 
enough to interfere with social or occupational functioning. 
The operational definitions give a brief description of the terms associated with this 
study. In order to gain a better understanding of the amount of literature available in regard 
to this study it is necessary to review the literature. The literature review, beginning in 
Chapter 2, provides insight into four major areas pertinent to this study. These areas include 
(1) Caregiver Stressors, (2) An Overview of Social Supports, (3) Support Groups for 
Caregivers, and (4) An Overview of Dementia and its Stages. Chapter 2 also examines the 
theoretical framework associated with this study. Chapter 3 describes the methodology used 
in this study. The instrument design, sample, and hypothesis are discussed in this chapter. 
Chapter 4 reports the presentation of results of the data analysis. Chapter 5 summarizes the 
information obtained in the study, and discusses the limitations of the study. Chapter 6 
discusses the implications for social work practice and includes suggestions for future 
studies on support group satisfaction. 
CHAPTER II 
REVIEW OF LITERATURE 
Caregiver stressors refer to conditions and experiences that have the capacity to 
arouse states of stress. Caregiver’s capabilities to cope with dementia patients are severely 
challenged as impairment levels and demands for care increase. Demands on caregivers, 
coupled with the fact of helplessly watching the gradual changes in the relative can 
contribute to stress and strain as the usual coping mechanisms are being overwhelmed. 
The literature review begins by examining several of the stressors that challenge 
caregivers. The areas to be examined include 1 ) the impact of stress and the caregiving role, 
2) the costs and benefits of work and eldercare responsibilities, 3) the role of women in 
employment and caregiving responsibilities, and 4) the contribution of the family to the 
caregivers stress level. 
Caregiver Stressors 
Research highlights some consequences of stress for caregivers as sleep problems, 
anxiety, feelings of isolation, chronic fatigue, hypertension, and cardiovascular disease. 
Williamson and Schultz examined specific stressors in Alzheimer disease caregiving in a 
sample study of 170 Alzheimer disease caregivers. The most commonly identified stressors 
were memoiy deficits, loss of ability to communicate, and gradual decline of a loved one.1 
In a study by Reed, Stone, and Neale possible alternative causes of distress were found to 
'Gail M. Williamson, and Richard Schultz. “Coping With Specific Stressors in 
Alzheimer Disease Caregiving.’’ The Gerontologist (19931 p.747-750. 
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include a general restriction and disruption of non caregiving activities, change in activities, 
loss of control, changes to caregiver-patient relationship, or more general changes in the 
caregiver’s perception of his or her life.2 
Research shows that changes in the behavior of patients with dementia contribute 
to stressors of caregivers. Deborah O’Connor indicated that there may be personality 
changes and psychiatric/behavioral problems such as hallucinations, agitation, and 
suspiciousness. Gradually deteriorating memory will be apparent, but other capacities, such 
as abstract thinking, judgement, and verbal abilities will also be effected.3 The more severe 
the behavior change, the greater the amount of stress that is placed on the caregiver. 
The literature shows that the responsibility for the total care of another adult causes 
high levels of stress, which increases the risk of a host of emotional and physical problems. 
Depression is the most common consequence of high levels of stress among caregivers. 
Besides being vulnerable to depression, a study by Mace, Whitehouse, and Smith relates that 
family caregivers are also vulnerable to stress related illness, and drug and alcohol abuse.4 
In examining the relationship between employment and caregiving responsibilities, 
the literature points to some potential costs and benefits of having both. The potential costs 
of both work and eldercaregiving were addressed in a study by Neal, Chapman, et al. The 
2Bruce Reed, Arthur Stone, and John Neale. “Effects of Caring for a Demented 
Relative on Elders’ Life Appraisals.” The Gerontologist (1990J p.200-205. 
’Deborah O’Connor. “The Impact of Dementia: A Self Psychological 
Perspective." Journal of Gerontological Social Work (1993) p. 113-127. 
4Nancy L. Mace, Peter J. Whitehouse, Kathleen Smyth. Dementia (Philadelphia: 
F.A. Davis Company 1993) p.409-410. 
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multiple role demands of work and caregiving produced problematic work related outcomes, 
including tardiness, work interruptions, missed advancement opportunities, and increased 
job stress. In addition, they reported that working is generally assumed to increase 
caregivers’ vulnerability to caregiver burden, physical fatigue, depression, and other 
indicators of physical and emotional stress5. 
A study by Scharlach examined the costs and benefits of work and eldercare 
responsibilities based on interviews with 94 employed caregivers. For the majority of the 
respondents, the negative aspects of combining work and employment were outweighed by 
positive aspects.6 Scharlach and Boyd found that only 40% of caregivers in a large 
employee sample reported conflict between their work and caregiving responsibilities; fewer 
than 35% reported being absent or leaving early because of caregiving. Fewer than 20% in 
the sample reported arriving late or changing their regular work schedule.7 
In another study, Scharlach and Schneider describe the extent that work serves as a 
source of respite, social support, and social integration. The study further describes how 
work may help to buffer potential negative consequences of caregiving such as role 
restriction, social isolation, boredom, and feelings of helplessness and hopelessness.8 
5M. Neal, M. Chapman, B. lngersoll-Dayton, and A. Emlen. Balancing Work and 
Caregiving. (Newbury Park, CA: Sage Publishing 1993) p.221-228. 
6Andrew E. Scharlach. “Caregiving and Employment: Results of an Employee 
Survev.'The Gerontologist (1990) p.378-385. 
7Andrew Scharlach and S.L. Boyd. “Eldercare and Employment: Results of an 
Employee Survey.” The Gerontologist (19891 p.382-387. 
sAndrew Scharlach and E. Schneider. Eldercare and the Workforce: Blue Print 
for Action ( MA: Lexington Books 1991) p.23. 
9 
The literature examines the role of women in employment and caregiving 
responsibilities. “Women, not men, are expected to give up their job if elder caregiving is 
needed If they do not stop working they still spend the same amount of time in elder care.”9 
According to an article by Sarah Vaughun Brakman, entitled “Adult Daughter 
Caregivers,” in addition to bearing the greatest proportion of the caregiving burden, adult 
daughters have to balance the obligations of eldercaregiving with other special obligations. 
These obligations encompass the needs of their young children, their spouse, their 
employers, and themselves.'" 
Research shows that caring for ailing relatives seems to be the domain of women 
because they have been seen as the nurturers of society, responsible for the home and 
kinship. According to a study by Elaine Brody, one of the most dominant and powerful 
themes of women’s filial caregiving experience is their fundamental acceptance that parent 
care is a woman’s role. Statistics show that up to 7 million Americans are unpaid caregivers 
to the elderly, with the majority of caregivers being women. At least 1.8 million women are 
simultaneously caring for children while coping with eldercare responsibilities, while over 
half of these women are also in the paid labor force. 11 
"Failing America's Caregivers: A Status Report on Women Who Care (Older 
Women’s League, May 1989) p.4. 
'"Sarah Vaughun Brakman. "Adult-Daughter Caregivers.” Hastings Center Report 
24, no.5 (1994) p. 26-28. 
11 Elaine M. Brody. Women in the Middle: Their Parent Care Years (New York: 
Springer 1990) pp. 78, 80. 
10 
Research addresses the family’s contribution to the level of a caregivers stress. An 
early study by Shirley Semple reported that next to caregiving strain itself, family conflict 
was the problem most frequently cited by caregiver’s to Alzheimer’s patients.12 The 
literature demonstrates that developmental and situational changes in a family as a result of 
providing care to the elderly family member with dementia require altered roles, rules, and 
task allocations. Caregiving for elderly or ailing family members is not a role typically 
aspired to, anticipated, or chosen. A study by Clipp and George describes how over time, as 
the dementia progresses and caregiver burden increases, support from the family may 
diminish or seem non existent to the caregiver.13 
In a study of 100 adult child caregivers, 40% were experiencing relatively serious 
conflict with a family member, usually a sibling 14 In a study analyzing burden scores from 
a mixed group of spouse and adult child caregivers, Keane-Hagerty and Farran reported that 
42% of them said they felt at least some resentment toward other family members who were 
not helping.'5 
12Shirley Semple, “Conflict in Alzheimer’s Caregiving Families: Its Dimensions 
and Consequences.” The Gerontologist (19911 p. 648-655. 
l3Elizabeth Clipp, and Linda George. “Caregiver Needs and Patterns of Social 
support” Journal of Gerontology' 45, no.3 (1990) p.S374-S382. 
I4William Strawbridge, and Margaret Walhagen. “Impact of Family conflict on 
Adult Child Caregivers.” The Gerontologist (1991) p.770-777. 
,5E. Kean-Hagerty, and C.J. Farran. “Multidimensional Measures of Caregiver 
Burden.” Paper presented at the Annual Meeting of the Gerontological Society of 
America. Boston (November 1990) p. 1. 
11 
The family is not always a source of conflict for caregivers of the elderly with 
dementia. A study by Chenowenth and Spencer, indicates that the family may be a source 
of support to the primary caregiver.16 The family may provide assistance with finances, and 
in providing an emotional support and respite for the caregiver. 
The literature is not extensive on African Americans and caregiver stress. One 
particular study investigated the relationship between race, psychological resources of sense 
of control and caregiver mastery and distress outcomes of caregiver depression and role 
strain. In this study, African American caregivers were found less likely to report caregiver 
depression and role strain.17 
Another study compared the experiences of Black and White caregivers of dementia 
patients. This study found a perceived lack of informal supports and a sense of 
incompetency exacerbated stress among Black caregivers, but had no effects among the 
White caregivers. Cultural difference in caregiver expectations that influence needs are 
proposed as an explanation for these findings.18 
In one of the few published studies devoted solely to Black dementia caregivers, 
Segal and Wykle provided descriptive data from a pilot study of 59 caregivers. The most 
frequently reported problem in caregiving was management of problem behaviors such as 
I6B.A. Chenowenth, and B. Spencer. “Dementia: The Experience of Family 
Caregiver.” The Gerontologist (1995) p. S374-S382. 
17Baila Miller, Richard Campbell, et al. “Race, Control, Mastery, and Caregiver 
Distress." Journal of Gerontology 50 no.6 (1995) p.S374-S382. 
l8Carole Cox. “Comparison of the Experiences of Black and White Caregivers of 
Dementia Patients.” Social Work (19951 p. 343. 
12 
wandering, uncooperativeness, forgetfulness and outbursts of anger. These individuals 
report relying primarily on two means of coping with the stresses of caregiving: prayer and 
faith in God, and acceptance and accommodation to the situation.19 
An area of significance that appears in the literature in relation to caregivers is that 
of social supports. Social supports, which include formal and informal services, can 
provide a tremendous amount of relief or respite for the caregiver. The following section 
will examine social supports and the caregiver. 
Social Supports 
Distinct concepts are represented under the term of social support. Barrera notes 
three major definitions for support: social embeddedness or connection regardless of 
relationship quality; enacted or received help; and perceived support, which is the subjective 
evaluation that support is available or adequate.20 
The literature proposes that caregivers need social support in order to adapt and cope 
with the demanding day to day care of the demented elderly. Social supports, described as 
assistance to ease the stress of caregiving, may come in the form of care organizations, adult 
day care, support groups, and hotlines. 
Research has begun to validate the importance of social support for individual well¬ 
being by demonstrating the role that support networks play in buffering individuals from the 
harmful effects of stress. Research shows that various caregiver needs elicit differential 
19M. Segal and M. Wykle. “The Black Family’s Experience With Dementia.” The 
Journal of Applied Social Sciences (1988-19891 p.l. 
20M. Barrera, “Distinctions between social support concepts, measures, and 
models.” American Journal of Community Psychology. (19861 p. 413-445. 
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levels and temporal patterns of support. A study by Elizabeth Clipp and Linda George 
identified five areas which may influence patterns and levels of need of social support. They 
are economic resources, physical health needs, social activities, recreational activities, 
and characteristics of the caregiving context. According to another study of caregivers by 
Clipp and George, those with strong supportive bonds may be protected from higher levels 
of stress associated with their role through giving and receiving of financial aid, assistance 
of caregiving tasks, and the exchange of social or emotional supports. These supports 
reinforce the caregivers positive self-regard and belief that stressful situations are 
manageable.21 
Social supports may come in the form of formal or informal supports. Formal 
supports include professionals or professional settings such as Registered Nurses, Social 
Workers, Home Health Aides, Homemakers, Live-in aides, Drivers, Hospitals, and Personal 
Care Homes. The informal supports, which usually target emotional and respite needs, may 
include family members. 
Although many services may be available in many communities for caregivers, 
linking people with needs relating to dementia to the appropriate service remains a 
tremendous problem. In many instances the service providers are not able to provide the 
necessary referrals because they do not have knowledge of available resources for those 
affected by dementia. A study conducted in Detroit, Michigan agencies providing geriatric 
information and referrals, examined the effect of having more knowledgeable service 
2lElizabeth Clipp and Linda George. “Caregiver Needs and Patterns of Social 
Support/' Journal of Gerontology 45, no.3(1990) p.S102-Sl 11. 
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providers. This study found that when those who provide information and referrals are fully 
informed and knowledgeable regarding a coordinated service network that clients will 
benefit through greater understanding and more appropriate utilization of services.22 
Support groups are an extension of social supports. What is the purpose of a support 
group? Does a support group bring about change in its participants? These are the questions 
that will be explored in the following section. 
Support Groups 
What is the purpose of a support group? Simank and Strickland define the purposes 
of such groups as giving information, providing resources, furnishing accepting 
environments, sharing emotional burdens, and allowing support from others who have 
experienced the difficulties of caregiving.2 ’ A support group may meet weekly, bi-weekly, 
or even monthly and may have its purpose in providing education, social contact, or respite. 
Does a support group bring about change? A particular study by Greene and 
Monahan, of an eight-week professionally led caregiver support group was found to produce 
significant reductions in anxiety, depression, and a sense of burden among family caregivers. 
This model incorporated three intervention components. In this particular caregiver support 
group, the first hour of each session was used for professionally guided group discussion, 
to assist caregivers in constructively dealing with negative feelings and to overcome the 
22Jean T. Shope, Sara Holmes, Patricia Sharpe et al. “Services for Persons with 
Dementia and Their Families: A Survey of Information and Referral Agencies in 
Michigan." The Gerontologist 33, no.4(1993) p.529-533. 
2,Margaret IT Simank, and Kenny J. Strickland, “Assisting Families in Coping 
with Alzheimer’s Disease and other related dementias with the establishment of a mutual 
support group," Journal of Gerontological Social Work. (1985-1986) pp. 49-58. 
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sense of emotional isolation characteristic of persons with heavy caregiving responsibilities. 
The second component was educational, during which caregivers learned techniques and 
information useful to their role. The third component consisted of relaxation training which 
taught various techniques for achieving a calmer and more composed frame of mind.24 
Incorporating these three intervention components proved to be beneficial in bringing about 
change for its participants. 
A study by Ronald Toseland indicates that group intervention produces short term 
gains for adult caregivers of frail elderly. In this study, these groups helped caregivers 
reduce the stress of pressing problems, and increase formal and informal social support.2' 
A report by Toseland, Rossiter and Labrecque, indicates that group activities that encourage 
sharing of emotions and self perceptions can help caregivers to view themselves and their 
situations in a way that reduces stress.26 
Researchers consistently report that caregivers perceive groups as highly satisfying 
and beneficial. The literature reports that caregivers who attend support groups, even if 
irregularly, usually state that the sessions are helpful but are not greatly influenced in ways 
that can be measured systematically. An article by Toseland et al, states that these findings 
24Vernon L. Greene and Deborah J. Monahan. 'The Effect of a Support and 
Education Program on Stress and Burden Among Family Caregivers to Frail Elderly 
Persons/' The Gerontological Society of America 29, no.4( 1989) p.472-477. 
2;,Ronald W. Toseland. “Long-Term Effectiveness of Peer-Led and Professionally 
Led Support Groups for Caregivers/' Social Service Review (June 1990) p.308-326. 
26Ronald W. Toseland, Charles M. Rossiter, and Mark S. Lebrecque/’The 
Effectiveness of Two kinds of Support Groups for Caregivers.” Social Service Review 
(1989) p. 415-430. 
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are based primarily on exploratory research designs that rely almost exclusively on clinical 
impressions or self-reports of group participants from only one or several groups.27 
Research shows that ethnic minorities are currently an underserved population in 
regard to Alzheimer disease support groups. One study by Henderson, Gutierrez-Mayka ,et 
al, proposes that underutilization of existing support group services can be ameliorated by 
using an “ethnic competence model” with high levels of personal contact. This process 
involves four components: 1) A knowledge of the social and cultural aspects of ethnic 
minority caregivers of Alzheimer disease patients, 2) Repeated personal contacts with 
ethnic minority caregivers, 3) Conducting meetings in culturally neutral locations that do not 
violate the intraethnic variability of social organization, and 4) A flexibility of project design 
in response to evolving knowledge about the sociocultural contexts of caregiving. This 
particular study showed more African Americans attending support groups as a result of the 
“ethnic component.”28 
Despite the large body of literature on caregiver stress and supports, there has been 
relatively little research on African American adaptations and supports available. This 
student found a few articles comparing the experiences of Black and White caregivers, 
information on family dynamics, and on the primary coping resources of African Americans. 
Recent research by Lawton, Rajagopal, Brody, and Kleban, provides the first study 
with a sample large enough to adequately examine family dynamics of caregiving to a 
27Ibid. p.415-430. 
2RJ. Neil Henderson, Marcela Gutierrez-Mayka, et al. “A Model for Alzheimer’s 
Disease and Support Group Development in African-American and Hispanic 
Populations.” The Gerontologist 33. no.3 (1993) p.409-413. 
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demented elder in both Black and White families. This study was able to examine the social 
supports available to both groups. The study consisted of 472 Whites, 157 Blacks, 2 
Hispanics, and 1 Far Eastern. The findings from this research show that racial differences 
exist between Black and White caregivers regarding the structural features of caregiving and 
appraisal of the caregiver experience.29 
A study by Dilworth-Anderson, and Anderson, shows that Blacks have three primary 
coping resources. These include friends, family, and the church as major social supports. 
This may help to explain the relatively low number of African Americans in Alzheimer 
disease support groups. The literature implies that 1) The support groups may not be 
meeting the “ethnic component” that African Americans need, and 2) African Americans 
may search for support in their three main coping resources before reaching out to a support 
group.30 
Dementia 
Dementia in the elder population is a major and growing medical and social problem. 
Dementia, because it interferes with the dignity and independence of the person, causes 
widespread suffering, not only for the person affected but also for families, friends, and 
caretakers. 
29M. Lawton, D. Rajagopal, E. Brody, and M. Kleban. “The Dynamics of 
Caregiving for a demented elder among Black and White Families.” Journal of 
Gerontology 47 ( 1992) p. S156-S164. 
30Peggy Anderson-Dilworth, and Norman B. Anderson. “Dementia Caregiving in 
Blacks.” eds. Enid Light, George Niederehe, and Barry D. Lebowitz. Stress Effects on 
Family Caregivers of Alzheimer’s Patients ( New York: Springer Publishing Company 
1994) p.385-409. 
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"The number of individuals with severe dementia is expected to increase 60 percent 
from current levels by the year 2000.”31 This section will examine the definition of 
dementia and discuss the characteristics of its Early, Middle, and Late Stages. 
Zarit, Orr, and Zarit define dementia as an irreversible, chronic, degenerative illness 
that destroys neural structures and often leaves its victims unable to communicate, bathe, 
dress or otherwise care for themselves.32 Dementia also denotes any condition characterized 
by severe global intellectual impairment, including loss of memory functions and abstract 
thinking, personality changes, disruption of social skills, and other impairments of higher 
brain functions.”3'1 
A study by Cole and Griffith shows that dementia is characterized by intellectual 
language, and motor impairments that lead to forgetfulness, confusion, and ultimately to 
total functional disability and eventual death.34 It can have a variety of causes, including 
alcoholism, and other drug abuse, neurodegenerative diseases, and brain injuries or tumors. 
For the purposes of simplification and relevance the focus here will center on the 
3,L. Cole, K. Griffin and B.Ruiz, “ A comprehensive approach to working with 
families of Alzheimer’s Patients,” Social Work and Alzheimer’s Disease: Practice issues 
with victims and their families (Binghamton. NY: Haworth Press, 1986) p.4-7. 
32Sam Zarit, N.K. Orr and J.M. Zarit, The Hidden Victims of Alzheimer’s 
Disease: Families Under Stress (New York: New York University Press 1985) p.52. 
33Jamie L. Eberling and William J. Jagust, “Imaging Studies of Aging, 
Neurodegenerative Disease and Alcoholism,” Alcohol Health and Research World. 
(1995) p. 280. 
34L. Cole, K. Griffin, and B. Ruiz. Social Work and Alzheimer’s Disease: 
Practice Issues with victims and their families. (Binghamton, NY: Haworth Press 1986) 
p.34. 
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neurodegenerative diseases (ie. diseases in which parts of the nervous system are 
progressively destroyed). 
Neurodegenerative diseases potentially resulting in dementia include Alzheimer’s 
disease (AD), Huntington’s disease (HD), and Parkinson’s disease. Alzheimer’s disease, 
which occurs mainly in people over age 65 is the most common cause of dementia. It is 
characterized by progressive cognition and intellectual deterioration, (ie. confusion, memory 
failure, and disorientation). 
Alzheimer’s disease is the most common type of dementia. Other irreversible 
dementias include Pick’s disease, Multi-Infarct dementia, Cruetzfeldt-Jacob disease, Kuru, 
General Paresis, Parkinson’s disease, Huntington’s disease, Wilson’s disease, and 
Binswanger’s disease 
The three stages or phases involved in dementia are the Early, Middle, and Late 
stages. The Early Stage is characterized by emotional instability, fluctuations in memory 
deficits, insecurity and defensive behavior such as; suspicion, paranoia, anger, and 
accusations. Dementia may, in its early stages, affect one ability, such as recognition of 
faces, or recall of some names, and not others. 35 
Depression often occurs in the Early Stages of Alzheimer’s disease as the person 
grieves over lost capacities. A study by Solomon and Szwabo, was conducted examining 
the patient’s affective responses associated with the awareness of diminished intellectual 
and cognitive functioning. The four major feelings identified are anger directed at others 
3:,Rose Oliver, and Frances Bock. Coping with Alzheimer’s: A Caregivers 
Emotional Survival Guide. (Hollywood, CA: Wilshire Book Company 1987) p.48. 
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(58.1 %), nonspecific anxiety (57%), suspiciousness (34.9%), and sadness (29.1%). Other 
feelings include frustration (9.3%), panic (4.7%), hopelessness (11.6%), self-blame (10.5%), 
worthlessness (10.5%), and embarrassment (4.7%).36 
In a 12 month study of behaviors that may occur from the onset of dementia, Bums 
and Levy, report on 178 elderly patients with Alzheimer’s disease. Of these 17% had 
experienced hallucinations since the onset of illness, 16% were deluded (especially 
delusions of suspicion and theft), 20% had paranoid ideation not held with delusional 
intensity, 24% appeared depressed, 20% manifested aggressive behavior, 19% wandered 
excessively, and 48% experienced incontinence.37 
Middle dementia is characterized by agitation, delusions, sleep disturbances, 
hallucinations, and wandering at night. There will be repetitive behavior, movement and 
coordination difficulties, and the need for help with activities of daily living will become 
essential. In addition, the individual may also begin to exhibit violent behavior due to their 
response to environmental stressors. By this stage the emotional burdens of caregiving are 
especially difficult because the individual begins to lose touch with events and experiences.38 
36Kenneth Solomon, and Peggy Szwabo. “Psychotherapy for Patients With 
Dementia.” eds. John Morley, Rodney Coe, Randy Strong, and George Grossberg. 
Memory Function and Aging-Related Disorders (New York: Springer Publishing 
Company 1992) p. 296. 
37Alistair Bums and Raymond Levy, Clinical Diversity in Late Onset Alzheimer’s 
Disease ( New York: Oxford University Press, 1993) p.99. 
38Howard Gruetzner. Alzheimer's: A Caregiver's guide and sourcebook. (New 
York: John Wiley and Sons, Inc. 1992)p.63. 
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The third stage is considered the Late dementia stage. Such phrases as “ a long good 
bye” or “an unending death” have been used to describe the disease's final stage. The 
individuals motor abilities will continue to deteriorate and eventually the ability to walk, sit 
and smile will be lost, as well as control of bladder and colon functions. The individual will 
experience eating difficulties such as losing the ability to chew and swallow food. As brain 
activity becomes severely disturbed, the patient is increasingly vulnerable to seizures as well 
as pneumonia, infection and respiratory problems. The third stage, the terminal stage 
eventually leads to a stupor in the individual, which leads finally to a coma, and then death. 49 
Theoretical Framework 
The theory that best addresses the issues raised in this study is the General Systems 
Theory. First proposed by Ludwig von Bertalanffy, a biologist, in the 1940’s, this theory 
represents an effort to provide a comprehensive theoretical model embracing all living 
systems, and applicable to all the behavioral sciences. The major contribution of this theory 
is in providing a framework for looking at seemingly unrelated phenomena and 
understanding how together they represent interrelated components of a larger system.40 
The general systems theory proposes that a system is more than the sum of its parts. 
Thus, this theory conveys the importance of focusing on the pattern of relationships within 
a system or among systems, rather than on the substance of their parts. 
,9Ibid. p.63. 
"Irene Goldenberg and Herbert Goldenberg, Family Therapy: An Overview 
(Monterey, CA: Brooks/Cole Publishing Company, 1980) p.82. 
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Nothing and nobody exists in isolation; the world is made up of systems within 
systems. The elder with dementia is just one part of a subsystem in the family system, as a 
result, the entire family system is influenced by and influences the elder with dementia. 
A system is a complex of component parts that are in mutual interaction. This is 
evidenced when a caregiver is providing support to an individual with dementia. Rather 
than solely focusing on the caregivers stress or depression as a separate entity, general 
systems theory would examine the relationship between caregiving and depression as 




This study utilized an explanatory design to determine group members’ levels of 
satisfaction with the support group. The purpose of an explanatory design is to explain 
particular situations and why something happens. In this study the purpose was to examine 
or explain levels of satisfaction with this particular support group. In identifying the levels 
of satisfaction, one is able to determine in what way the group supports caregivers’ 
emotional needs. 
Caregiver Support Group 
This study involved eight African American, female caregivers of elders with 
dementia. The support group was held Tuesday evenings at the Morehouse Family Practice 
Clinic in Atlanta, Georgia. The ages of the women in the group ranged from forty-seven to 
seventy-one years old.The majority of caregivers referred by the social worker had an elder 
who received medical care from the clinic. The facilitator of the group, a professional social 
worker, had led many support groups and was also a caregiver for an elder with dementia. 
Also attending the group was the Graduate Social Work Intern from Clark Atlanta 
University, who was not a caregiver. 
The closed, six week group met for an hour each time and offered both educational 
and supportive components. However, more attention was directed toward caregivers’ 
emotional needs in their demanding roles and on the effects of the disease on the whole 
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family system. The supportive component included ventilation of stressful experiences in 
caregiving and the benefits associated with it. The educational component of the group 
focused on increasing members’ information on dementia and the sharing of support 
resources. The component directed toward servicing caregivers' emotional needs embraced 
a self-care wellness perspective which continued throughout the entire six weeks and 
involved several methods. 
In week one the focus was on learning emotion focused coping skills. The 
participants learned to assess their situations differently and alter their emotional responses 
by understanding the dementia patient’s emotional responses. Group members learned to 
feel less angry or frustrated when their efforts were not met with appreciation. Week two 
incorporated the theme of “Ask for What You Need!” The members role played situations 
in which they could be more assertive about requesting help from family members and 
seeking out community resources. Week three involved learning and practicing relaxation 
training exercises. Some of the methods shared included breathing exercises to reduce 
stress and anxiety, candle-light baths with soft music playing, and meditation exercises. The 
purpose of the techniques was to produce a calmer and more composed frame of mind. 
Week four focused on health by having members pick two days of the week and keep track 
of the foods they ate and the times they ate so the nutritionist from the clinic could analyze 
nutritional value. Also included in this week was discussion of the importance of nutrition, 
exercise, proper rest, and regular medical check-ups as a means of prevention of stress 
related illnesses. During the fifth week a doctor from the medical clinic spoke to the group 
about dementia and answered any specific questions the members had. Week six discussed 
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methods of lowering stress through practical means such as purchasing a fax machine to 
enable doctors, lawyers, and service organizations to send information right away and save 
members the time and energy of picking up documents. Discussion of other ways to reduce 
stress included the importance of continued support from the group members. To help in 
this process a phone list was circulated to members to encourage relationships outside of 
the group environment. 
Instrument Design 
The instrument designed to determine the level of satisfaction of participants within 
the caregiver support group was a structured questionnaire which contained twenty 
questions. The first actual number of questions contained specific demographic information. 
The second number of questions were descriptive and concerned caregivers satisfaction with 
the support group. The third number of questions allowed members to rate the benefits of 
groups in order to assess their level of satisfaction with the group (APPENDIX A ). 
Sample 
Seven of the eight women participated in the interviewing process which lasted 
approximately 45 minutes and was conducted by the intern in the members homes. One 
member chose not to participate in the interviewing process due to a negative experience 
she had with the group. 
Hypothesis 
Social support is seen as a method to alleviate some of the stress of caregiving; thus 
caregivers who receive more social support (via support groups) will have greater levels of 
satisfaction in the caregiving role than caregivers who receive less social support. 
CHAPTER IV 
PRESENTATION OF RESULTS 
Partial results of the respondents answers to the survey can be viewed in Figure 1 and 
Figure 2 (located on pages 27 and 28). The results of the questions from number one 
through twenty are explained in the text. The survey revealed that the mean age of the 
respondents was 56 years old. All of the participants were African American Women. The 
questionnaire showed that five of the members were caring for a parent, and two were 
caring for a spouse. When asked how many of the six meetings they had attended, over 50% 
had attended five or more groups, 40% had attended three groups, and 10 % only attended 
one to two groups. 
The majority of the members learned of the group through the group leader because 
most of the elders were also patients of the medical clinic. One member learned of the 
group through the student intern at a local organization. When asked why the group 
members became involved with the group, the major responses included, “needing to release 
stress,” “needing support,” “difficulty in handling the home situation,” and “ the need for 
companionship.” In response to how they would rate their health before the group, four 
replied “excellent,” one replied, “fair,” and one answered, “poor.” In rating their health 
after the group, six responded “excellent”, and one responded “fair.” In responding to how 
the use of the group effected their level of stress, four members stated that it had improved, 
two felt there was no change, and one felt the stress was worse. The question regarding their 
level of satisfaction with the group showed that four members felt the group was excellent, 
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Caregiver Support Group Graph 
Very Somewhat Not at all 
SURVEY ITEMS Helpful Helpful Helpful 
1. meeting others in similar situations Q1 5 2 
2. coping with stress Q2 4 3 1 
3. understanding dementia Q3 5 
4. sharing with group Q4 3 3 1 
5. feeling less isolated and alone Q5 2 4 1 
6. increasing community resources Q6 2 2 3 
7. learning caregiving skills Q7 3 4 
8. increasing caregiver competence Q8 3 2 1 
9. assistance with decision making Q9 1 2 4 
10. taking care of your needs Q10 3 3 1 
11. coping with fears of future Qii 1 2 4 
GROUP SATISFACTION 
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Figure 1 Group Satisfaction 
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2. Were the goals of the group clear? QUES 2. 
3. Will you utilize support groups in the future? QUES. 3 















Figure 2 Overall Group Satisfaction 
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three members felt it was fair, and no members rated it as poor. The comments expressed 
in response to the question of their satisfaction level were that members wished that the 
group could have met longer than six weeks, and that some members felt that it could have 
been a little more organized. One member felt that the group should have been more 
educational. Most of the members enjoyed the attention and focus on their needs. 
Figure 1, Caregiver Support Group graph, shows the levels of group satisfaction 
within this group. In order to determine their overall level of satisfaction, the members were 
presented a list of benefits of support groups and asked to indicate whether they found their 
own group to be “very helpful,” “somewhat helpful,” or “not at all helpful” in the 
categorical areas. 
The response to the question of whether the group helped them meet others in similar 
situations showed five thought it was very helpful and two felt it was somewhat helpful. In 
response to how the group helped in coping with stress, four felt it was very helpful, three 
responded that it was somewhat helpful, and one felt it was not at all helpful. Five members 
felt the group was very helpful in understanding dementia, while two chose not to respond 
to the question. In relation to being able to share with the group, three found it very helpful, 
three found it somewhat helpful, and one found it not helpful at all. The group was very 
helpful to two members in feeling less isolated and alone, somewhat helpful to four 
members, and not helpful to one member. 
In the matter of increasing community resources two members found it very helpful, 
two found it somewhat helpful, and three felt it was not helpful. Three members found the 
group very helpful in learning caregiving skills and four responded, “somewhat helpful.” 
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In increasing caregiver competence three members responded, “very helpful,” two 
responded, “somewhat helpful,” and one responded, “not at all helpful.” In gaining 
assistance with decision making one response was, “very helpful,” two responded with, 
“somewhat helpful,” and four responded with, “not at all helpful.” Members found that in 
learning to take care of their needs the group was very helpful to three, somewhat helpful 
to three, and not at all helpful to one individual. The final question considered how the 
group benefitted in coping with fears of the future, one responded that it was very helpful, 
two responded that it was somewhat helpful, and four felt it was not at all helpful. 
In general, the support group was perceived as most helpful in three areas: meeting 
others in similar situations, coping with stress and understanding dementia. The support 
group was somewhat less successful in the area of coping with fears for the future and 
gaining assistance with decision making. Overall, members found their support group was 
a positive experience. 
In examining overall group satisfaction (Figure 2, Group Satisfaction Graph) four 
areas were examined. The first question explores if members would recommend the group 
to a friend. Five out of Seven respondents answered yes; Question two asks if the goals of 
the group were clear— again five responded yes ; Question three asks if the member would 
utilize support groups in the future, the response indicated that five members would. An 
area that members had a high level of satisfaction was in learning ways to reduce stress. The 
data suggested that this support group was successful in addressing the caregivers emotional 
needs. 
CHAPTER V 
SUMMARY AND CONCLUSION 
In this study the stressors involved in caregiving for an elder with dementia and the 
importance of social support and support groups was examined. Support groups have 
become one of the most frequent interventions offered to caregivers. Studies reflect the need 
to move beyond the traditional groups focusing on educational and supportive components 
and move toward caring for the emotional needs of the caregiver. The devastating effects 
of dementia are examined in three stages, beginning with the early, middle, and ending with 
the final stage of death. 
An important theory that helps guide an understanding of systems and their 
relationship to each other is the General Systems theory. This theory stresses that a system 
is more than the sum of its parts. This is evident when examining the stressors caregivers 
face in trying to provide primary care. The open ended questions in the questionnaire 
allowed the respondents to express in their own words what their experience with the 
support group was like in relation to their level of satisfaction. 
The rationale of this study was to address the gaps in services provided to caregivers. 
Service providers need a greater awareness of the importance of systems in relating to 
caregivers needs. For example, a support group for caregivers should provide someone 
reliable to “sit” with the dementia patient during the group in another room. This study 
shows how important the need for focusing on the caregiver’s emotional needs and their role 
as a caregiver in the family system is in relation to their level of satisfaction. 
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Limitations of Study 
The attendance of the group was not always up to its full capacity from week to 
week. One of the difficulties encountered with caregivers of those with dementia is in 
making arrangements to attend a group. They are not always able to find someone who can 
be with their relative or spouse so that they may attend a group. For this women’s support 
group an individual was willing to “sit” with the elder, however, she was not always 
available. As a result, one of the group members was not always able to attend the group 
each time. 
One of the limitations of the study may be in the small sample size. The group was 
kept at a small number to give members more of a sense of cohesion. For future studies on 
levels of satisfaction with African American women it may be necessary to study larger 
populations. 
CHAPTER VI 
IMPLICATIONS FOR SOCIAL WORK PRACTICE 
The implications for social work practice in relation to support groups and caregivers 
for an elder with dementia will be examined in the five areas of policy, social work practice, 
human behavior, practicum (what graduate students should be taught) and research. 
Policymakers have begun to address the issue of the cost of medical care for those 
caring for the chronically or terminally ill. The expenses of caring for an individual with 
dementia, especially those in the end stage, has grown so large that they pose a threat to the 
family’s financial situation. Families of lower socioeconomic status may have difficulty in 
accessing the assistance they need for their family member with dementia. Policy needs to 
address funding for programs that enable caregivers to efficiently utilize community 
resources rather than other options (such as a nursing home or personal care home). Given 
our nations current health care crisis, an important issue is how policy or programs can help 
defray the costs associated with the care of the growing number of dementia patients. 
Social workers can play an integral part in assessing the needs of the caregiver and 
the dementia patient by examining the strengths of the family system. This particular study 
of an African American support group can be used by social workers as a means of 
investigating non traditional support group efforts. The self-care wellness component has 
been shown in this study to meet the needs of the group members. The group enabled the 




The significance of family involvement in this illness is of particular interest to 
social workers who are seeking information about the relationship of the Family-Centered 
Approach. Understanding the relationships to the family involvement may lead to a better 
understanding of the demands of caregiving and processes of adult socialization to grief. 
It is important as part of assessments of families with dementia elders to examine 
the physiological, environmental, and cultural factors as well as the living arrangements of 
the client system. In this group, members expressed the difficulties of providing care alone 
and not being understood by the family. Issues of health and depression are common when 
it comes to trying to cope with the demands of caregiving. The role of the caregiver is of 
particular concern in American society, where women tend to be socialized into caregiving 
roles but often experience a disparity between what they can do and what they feel they 
should do. This expectation to provide care often exacerbates strains in the relationship with 
the dementia victim, and guilt results when expectations are not met. 
When assessing a family, Social Workers should also examine the strengths of the 
family system. This assessment is fundamental to ethnically sensitive practice, particularly 
with older adults. Social Workers need to address caregiver’s needs in order to provide 
better support to the elderly with dementia. The level of satisfaction with a caregiver 
support group greatly influences whether a member will have her emotional needs met. The 
Social Worker can provide a better assessment by looking at the whole family system. 
In understanding human behavior in the context of caregiving the general systems 
theory highlights the relationship of caregiver to patient and patient to caregiver. Many 
support groups are not examining or utilizing this theory. An understanding of the general 
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systems theory enables social workers to be aware of the systems involved in the 
responsibilities of caregivers. 
In a students practicum it may be useful to teach students to explore a clients whole 
system. To incorporate an overall learning experience, students need to identify a client’s 
source of support and their access to the supports. Knowledge of community resources by 
the worker can be a great support for a client, providing the client has transportation and 
someone to care for their elder while they attend a meeting or appointment. Students can 
utilize what they leam in practicum and identify stressors of caregivers in order to provide 
the correct referrals to their clients. 
Research highlights the need for proper identification of the disease state responsible 
for dementia as being critical to management. Currently, diagnosis of many of the 
important dementing diseases can only be confirmed or denied with certainty at an autopsy 
of the patient. Scientist need to leam what causes dementia and how to prevent it. 
Another area needed in research should be aimed at helping patients and caregivers 
cope with the patient’s loss of abilities associated with the disease and the increased stress 
this places on caregivers. For example, investigators, in examining ways to manage difficult 
patient behaviors such as wandering, incontinence, and agitation can help to ease the stress 
placed on caregivers. 
Other research efforts may focus on alternative care programs that provide relief 
to the caregiver and support for the patient. This can involve having communities coming 
together to design and evaluate programs to help patients to retain and prolong optimal 
functioning. 
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Suggestions for Future Studies 
Most caregiver research has focused on all Caucasian or predominantly Caucasian 
samples. Little is known about the negative or positive perceptions, coping strategies, and 
characteristics of African American family caregivers. Further research, particularly in the 
areas of ethnicity and family-work conflict, is urged to enable Social Workers to more 
effectively assess dementia patients and their families. 
Further research is needed on the caregiver caring for an elder in the third and final 
stage of dementia. Most caregiver support groups have members whose elders are either in 
the beginning or middle stages of dementia. Their needs may be different than someone 
who has reached the end stages of the disease. 
More research is needed on levels of satisfaction with support groups. This is 
important because support is seen as a means of meeting caregiver needs. Because a family 
caregiver, not the individual with dementia is likely to initiate and maintain the use of 
community services, an understanding of caregiver attitudes is essential. The level of 
satisfaction in a support group can help to reduce the stress associated with caregiving. 
APPENDIX 
A. Caregiver Questionnaire 
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QUESTIONNAIRE 
CAREGIVER SUPPORT GROUP 
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U Age  
2. Race  
3. Name the relationship to the individual you are caring for-Parent   Spouse 
Other( Speci fy )  
4. How many group meetings did you attend? 1 -2 3-4 5-6  
5. How did you learn of the support group?  
6. Why did you get involved?  
7. H ow would you rate your health before the support group? Excellent Fair 
Poor How would you rate your health after the support group? Excellent_ 
F ai r Poor  
8. How has the use of the support group effected your level of stress? Improved  
No Change Stress Was Worse  
9. What is your level of satisfaction with the support group? Excellent Fair_ 
Poor 
Benefits of Support Groups:_ 
Please indicate which area applies to your experience with the Caregiver Support Group: 
Not At 
Very Somewhat All 
Helpful Helpful Helpful 
10. Meeting Others in Similar Situations 
11. Coping With Stress 
12. Better Understanding of Dementia 
13. Sharing Feelings With Group 
14. Feeling less isolated and alone 
15. Increasing Community Resources 
16. Learning Caregiving Skills 
17. Increasing Caregiver Competence 
18. Gaining Assistance with decision making 
19. Taking Care of Your Needs 
20. Coping With Fears of The Future 
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